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ABSTRACT 

This paper discusses resources needed by infants and 
toddlers who are disabled and by their families, with respect to 
policy implementation of Part H of the Individuals with Disabilities 
Education Act. The paper emerged from a series of focus jroup 
discussions with health professionals in five states. Out of the 
open-ended discussions emerged several themes, including: medic&l 
requirements of the children in addition to treatment of 
developmental delays; identification of professional huma n ^™^ eS < 
programmatic resources for treatment and evaluation; and structural 
resources such as insurance coverage and transportation. Policy 
strategies are suggested in the areas of resource distribution, 
multidisciplinary cooperation and communication, and financial 
support. (7 references) (JDD) 
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introduction 

The following paper on the issue of 
resources that are needed both by infants 
and toddlers who are disabled and by their 
families emerged from an exploratory study 
conducted by the Carolina Policy Studies 
Program (CPSP) on the implementation of 
Part H of IDEA (formerly P.L. 99-457). 

The Carolina Policy Studies Program 
held a series of focus group discussions with 
health professionals in five states. The 
states (Colorado, Hawaii, Maryland, North 
Carolina, Ohio) were selected for their 
geographic and cultural diversity and 
leadership shown by policy makers and 
service providers in meeting both the needs 
of children with disabilities and the needs of 
their families. Health professionals were 
nominated in each of the states through 
recommendations of professionals and 
parents who were involved in programs for 
young children with handicaps. Those who 
were recommended were Invited to 
participate by CPSP staff in focus group 
sessions. Thu meetings were open-ended, 
and CPSP staff encouraged the 
presentation of all significant issues related 
to provision of services. A court reporter 
recorded and transcribed each discussion. 

Out of these open-ended 
discussions emerged several themes that 
seemed to have direct bearing on policy 
implementation In the states. The topics on 
which the discussions focused transcended 
state and regional boundaries and were 



national in scope. Fach of these themes is 
presented to a brief report. 

Background 

Community-based care is a primary 
objective of Part H of IDEA. Community- 
based services increase the potential for 
equity ol access by afl who are in need of 
specialized care (Schorr, 1986) and 
continue the trend toward decentralized 
care (Hutchins & McPherson, 1991). Yet, as 
Hutchins and McPherson (1991) noted, 
necessary resources that include social 
services (e.g., housing, nutrition, home- 
based and center-based programs), in 
addition to health and mental health care, are 
not readily available at the community level. 

The community -based, direct 
service, healthcare providers with whom we 
met devoted more time to the description of 
difficulties with availability and accessibility of 
resources than to any other topic. This 
report stares a summary and synthesis of 
their descriptions. 

Fjndjnju 

Many of the infants and toddiers 
who are identified as having developmental 
delays have significant medical 
requirements, as well. Some of these very 
young infants and children will be, in fact, 
characterized as medically fragile, and may 
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present concerns oi basic survival. 
Consequently, these chBdren and their 
families require complex services and highly 
trained support personnel who can provide 
comprehensive, coordinated. 
muWdteciplinary services. 

The heafth care providers whom we 
interviewed conveyed a ciear and distinct 
message. Many children who are being 
served today by human service providers, 
including health care providers, require long- 
term care, and that care must include 
attention to the overall development of the 
child. Long-term care, as described by the 
physicians and nurses who participated in 
our discussion groups, involved the 
development of a positive, working 
relationship with a chflcfsfamW/. Moreover, 
long-term care of children who are 
develop*.. .ntally delayed likely will comprise 
supplemental services, such as special 
education, assistance with transportation, 
attention to other family members and issues 
or concerns, as well as help with finances. 
Issues of availability and competency of 
service providers; programmatic availability, 
quality, and accessbifity; and 
accommodation by various societal 
structures to dhforse human needs were 
broad themes that emerged * om these 
discussions. 

Human resources. During periods 
of time that infants or young children with 
developmental delays are medically fragile 
and require acute medical attention, 
professional resources are available in a 
tertiary-care center: 

If s a university-affiliated 
program ... that (is] a major 
provider of services ... 
dedicated toward severe 



it is estimated that nearly all infants in the 
group, birth-to-three months, who can be 
identified as devetopmentafly delayed, also 
will be considered to have significant medical 
complications and, perhaps, to be medically 
unstable or fragile. If the entire Part H 
population is considered (children, birth-to- 
three years, v. ho are devetopmentafly 
delayed), then the percentage Hkefy is quite 
small. Present st^istics on this population 
do not permit a fine-grained estimate. 



multiply handicapped. 
(Developmental pediatrician 
in a university hospital) 

Health care providers expressed confidence 
about the quality of medical care provided in 
these centers. It Is important to note, 
however, that these same providers 
expressed considerable concern for the 
overall development of the child and for the 
development of a relationship between the 
family and me child. The concern for overall 
development included the desire to see the 
child enter the home and community-based 
setting as quickly as possible. 

The discharge from a tertiary-care 
facility often was delayed, however, by the 
lack of available community-based care tor 
the child: 

... we expert that child to go 
home ... three counties 
away ...in a very rural area. 
A child who needs not only 
nursing care ... because of 
having a tracheotomy ... and 
an endotracheal tube that 
needs suctioning ... but 
comprehensive care with 
physical therapy, speech 
therapy. (Pediatrician in 
private practice) 

The solution to the problem of locating 
competent and appropriate community- 
based medical services most often seemed 
to be a function of an informal network 
among professionals: 

The ... tertiary care nut. vies 
wilt not discharge a baby 
without having identified a 
care provider back in the 
hometown: and we're 
asked often.... Most of us 
have the benefit of training 
in-state.... It's easy to pick 
up the phone and informally 
ask. (Pediatrician in private 
practice) 

Only occasionally was a systemic approach 
mentioned, and it was often a community- 
based system rather than a more 
comprehensive one such as a system that 
inckKtedaiegtonorastate: 
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We've had a number of 
physicians that have helped 
us ma specialty area of 

referrals. The 
communications start 
becoming more continuous, 
more reporting. 01 course, 
the HeaSh Department has 
always been very, very 
helpful. (Pediatrician «n 
private practice) 

The issue of finding specialized 

medical care mat was ^''''J^J!"?^^ 
seemed to be broa^-h^a^far 

reaching one, "N^*^^ 
traaile children as well as those who were 
meSaay^o. Either specialists were not 

available hi many communities °/_ the * 
SaWngwas not appropriate to the particular 
needs of infants and toddlers: 

There are only a certain tew 
of those super specialists ... 
who we trust. ... I doni trust 
my local urologist win a 
developmental 
handicapped child. I doni 
trust the orthopedist not to 
do something that was in 
vogue thirty years ago. 
(Pediatrician in private 
practice) 

There are. in fact, on* a relatively 
smal number of medical specialists trained in 
the care of these chttdrea and J 
practitioners are concentra^^eachln^ 
hospitals and tertiary care faculties. In some 
Instances, specialized medical teams 
traveled to local communities: 

...the team [neonatotogist. 
orthopedist, etc.] comes out 
to the community hospitals 
on a regular basis-- 
quarterly, I guess. And you 
have an opportunity to 
discuss issues ... with the 
neonatotogist who youVe 
spoken to on the phone. 
(Pediatrician in private 
practice) 

Outreach consultation by inedk^specialists 
io^mrnur^-based physicians did not 
seem to be widespread, however. 



in addition, these pnrfesstonate 
sooke of the difficulty in locating non-health 
Srepnjviderswim expertise in necessary 

areas: 

WeVe formed a consortium 
of five counties trying to 
pool resources. But. not 
only Is mere net money to 
hue more people to process 
those children and get them 
Into the system, we also 
doni have the PTs and 
OTs to prove the service 
once you Identify them- 
(Pediatrician in private 

practice) 

They discussed the turn-over among such 
personnel 

Children's services do not 
pay as wefl as many adut- 
ortented services, 
particularly physical therapy. 
And so it's hand to attract 
people to some of our 
needs. (Developmental 
pediatrician in a ciWc with a 
focus on developmental 
disabilities) 

and the concomitant cHH teutty in evaluating 

Seneed for SP^£ <^^ a ^ 
of care provided in allied health and non- 
medical areas. 

What are the resources in 
my area and where does this 
child need to go and then 

how do I help make 
decisions? There arenl a 
whole tot of pediatricians 
and family practitioners who 
know a whole tot about 
whether this child noeds 
speech therapy or 
occupational therapy. 
(Pediatrician in a rural public 
and migrant health 
department) 

1 also have a hard time as a 
pediatrician wondering how 
much does this IcWIdJ need. 
... I'm not sure how much 
pliysfcai therapy a chUd 
reaOy needs. I doni know. 
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( N ao nato t oQ teHna 
community hospital) 

Working relationships between 
health care and non-medfcaJcare providers 
were described as 1 acfflsted through 
{nforma! networks that ware formed over 
time. A major problem expressed by the 
health community was the transient nature of 
non-health and aWed health positions. Hie 
perception often expressed appeared two- 
pronged. That is, except for medical 
services, financing for human services (e.g., 
specialists in early intervention, speech, 
physical, and occupational therapy, social 
work) is not consistent and the positions 
disappear at times. In addftton, there is a 
high frequency of turnover among 
individuals filling these positions. In fact, the 
discussions suggested that these problems 
may be two facets of a single issue that is 
directly related to financing and indirectly 
related to tower professional status. 

Concern was expressed repeatedly 
in the focus groups for the overall 
development of the child, the famtty, and the 
relationship between the chid and the 
family. Knowing where to refer families and 
how to evaluate the quality of non-medical 
professionals, in addition to the overall 
aviHabiltty of these professtonais, were 
tones addressed in the discussions. 

Programmatic resources. Children 
with developmental disabilities require 
complex programs for treatment and 
evaluation, as wen as highly sklted 
professionals to staff those programs. Many 
of these children require multiple types of 
services, and comprehensive approaches 
that encompass physical, emotional, 
developmental, and family needs. Although 
such programs were avalabie in many areas, 
they were not universally available. 
Moreover, issues of affordability and 
accessibility were frequently raised. 

The healthcare providers spoke of 
the need for community-based programs 
that offered a wide array of services, and 
alternative models for providing oare: 



screening, vision screening, 
flossing and rinse programs 
.... Each chSd to entered 
into a day-care system ... 
you can bring services into 
mat setting. (Pediatrician in 
private practice) 

Many tamlBes wish home-based treatment 
programs for their Want, whereas others wtf! 
want center-based programs. And, athouoh 
center-based programs can provide families 
with much needed relief from the constant 
demands of care and can facttate parental 
Involvement with the other demands of daily 
Bving (e.g., other family members, 
employment, recreation and relaxation), 
there exists the potential for reduced 
parental decision-making and involvement 
with their child who is disabled or delayed: 

That creates the same 
problem of services 
provided in the school, and 
that is that you erode the 
family's Involvement in 
decision-making and setting 

priorities. It may be 
inevlabie, but I see that as a 
risk. (Pediatrician in a 
private, not-for-profit, child 
advocacy group) 

The need for programs that could provide 
respit" care was also frequently voiced by 
these . eaJth care providers: 

The provision of respite is 
one of the issues. Families 
become house bound for 
two years after a high risk 
preemie come home from 
the NICU (Neonatal 
Intensive Care Unit). (Nurse 
in a community hospital) 

If there's a good supporting 
cast tot (home-based care for 
a child with developmental 
delays] it may work. But with 
time that begins to wear 
thin, and the depression 
and the anxiety and the 
stress on the families is 
unbearable. (Famtty practice 
physician in private practice) 



Let's took at another model, 
the model of the public 
school system ... [where] 
more and more services 
[are] provided: hearing 
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Even when programs were available, 
there often ware waking periods of six 
months to a year. Thfe suggested that levels 
of funding and/or levels of staff avaflabOty 
were not adequate to meet the demand for 
service: 



i think the most significant 
barrier... is the waling 
period. It s tough to 
convince a lot of parents 
that there is something 
wrong, if you get the parent 
believing how important It is 
to get there and then you 
te8 them, "waft six months," 
that Just doesn't work. 
(Pediatrician in private 
practice) 

Sttuflmal r»«otifttHt In addition to 
needing human and programmatic 
resources, the families of infants and 
toddlers with developmental disabilities are 
in need oJ accommodation from a variety of 
societal structures. The health care 
providers who were involved in this study 
specificaity raised issues associated with 
insurance coverage and transportation. 

Medical insurance companies, 
including Medicaid, place restrictions on the 
care that can be provided to these famines 
and their children. For instance, {imitations 
can be placed on parental presence and 
attention to their seriously Hi chiio. 
Moreover, reduced parental presence can 
result in parents being asked to sign blanket 
permission for medical procedures, thus 
reducing parental involvement in and control 
over critical decisions: 

... the deal we struck with 
this mother who couldn't 
stay in trie hospital any 
longer because Medicaid 
wouldn't allow her was that 
she would go home having 
given us permission to do 
the [blood] exchange 
transfer in the middle of the 
night and we would send 
the cops if anything went 
wrong. (Pediatrician in a 
community hospital) 

Many problems that result in delayed 
development are not covered by medical 



insurance, or there is a considerable lack of 
consistency in what is covered among 
insurance companies, including Medicaid: 

■...lefs say a child has some 
delayed speech. ... if I can 
say that {the] delay is due to 
... some medical indication 
then they wm consider 
giving some limited help but 
a targe number of problems 
that need help aren't 
covered by insurance. 
(Pediatrician in private 
practice) 

Of critical importance is the inaWtty to 
receive reimbursement for non-medical 
services. This includes efforts of 
prof essto. wis to assist the family with 
coordination of care: 

If s my strong contention 
that child health associates 
and pediatric nurse 
practitioners and social 
workers, pediatric social 
workers are in a better 
posiibn (than petfatricians) 
to do a lot of this other stuff 
(service coordination) ... 
(but] they're not 
reimbursable. (Pediatrician 
in private practice) 

Transportation emerged from the 
focus discussions as a major concern, as 
well, it can have a significant impact on the 
care received by the child and the family. 
Many services needed by young children 
with Developmental delays are available oniy 
in urban areas or associated with tertiary care 
centers. Not ail families have dependable or 
readily accessible transportation: 

... aH over (our state] 
transportation is a terrible 
problem. Either you live... 
where nothing is closer than 
20-some miles, ... I mean 
driving 40, 50 miles ... is 
nothing ... or you live in a 
city that has seriously 
marginal public 
transportation service. 
(Pediatrician in a community 
hospital) 
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[It] takes an hour and a half 
on a good day and three 
bus transfers to oome in and 
see your preemJe baby: 
therefore {the mother) 
doesnloome in. 
(Peciatrictan in a community 
hospital) 

Such factors have an impact on the 
accessibility of care, as weH as on the quality 
of the care that is provided. 

Summary and Otacu— ion 

Infants and toddlers with 
devotopmentai delays and their famiJies are 
in reed of a wide array of resources, whfch 
cm include the use of sophisticated medical 
technology and procedures over a long 
period of time. Concomitantly, these infants 
and young children are developing 
inteflectually and sociafly. They and their 
famiSes, moreover, are in the earliest stages 
of developing an interactive parent -child 
relationship. Resources that are diverse and 
provided in a flexible manner in Oder to 
accommodate the many needs of families 
are in great demand, but presently are in 
short supply. Resources are needed at the 
community level in order to maximize the 
development of children and famies in the 
most normal way possfcle. However, the 
distribution of resources presently is highly 
uneven, whfch contributes to a considerable 
inequality of access to services for many 
children and families. 

The physicians and nurses who 
contributed their experiences and ideas to 
this exploratory study spoke at length on the 
shortages and uneven distribution of 
appropriately trained personnel who were 
needed to provide health and other human 
services. An eartier study conducted 
through the auspices of the Carolina Policy 
Studies Program (Yoder, Coleman, and 
Gallagher, 1990) documented severe 
shortages of personnel among the allied 
heafth fieids of physical and occupational 
therapy and speech pathology. In fact, as 
Yoder and his colleagues discussed the 
present personnel shortages, they 
described a scene that is rapidly growing 
more critical as the demand for highly skilled 
personnel outstrips the supply. Personnel 
in health, aHiei health, education, and social 
services are need by our nation's youngest 



citizens and families attempting to care for 
tnese most vulnerable children are in dire 
need for increased support. 

The health care providers with whom 
CPSPmet to gather the information for this 
report cited numerous difficulties with 
insurance regulations and reimbursement 
procedures. These problems have been 
previously documented (e.g., Clifford, 
Kates, Black, Eckfand, & Bemter, 1991). 
Clifford and his colleagues noted that 
administrative personnel must remain 
constantly vigHant in order to kaep up with 
changes in the regulations issued by private 
insurance companies and by Medicaid. 
These researchers also observed that "ft is 
not unusual for personnel to spend a year or 
more working on access to a single source" 
(Clifford etal.. p. 2). 

The problems associated with 
insurers are only part of the overall issue of 
financial support for ser -tees that are called 
for by Part H of IDEA. States are 
experiencing severe difficulties in providing 
the financial resources that support human 
service programs and personnel (Clifford, 
1991 ; Clifford et al; Kates, 1991). 

Implications and SUQBBalad Strampj«« 

Resouma distribution The findings 
in this report are in concert with the generally 
recognized problems related to me 
distribution of highly trained medical as well 
as non-medical human service providers. 
Some states attempt to address this issue by 
sending teams of medical and allied health 
personnel cut from tertiary-care or teaching 
hospitals to remote or rural sections. These 
teams rotate among specific iocaies on a 
regular baste, resulting in times when highly 
skilled professional care Is not readily 
. accessible to families, in addition, there is 
rotation among the individuals who form the 
teams. Famiies and their children may 
receive care from highly skilled 
knowledgeable professionals, but the care 
often is provided by an array of individual 
who are filing a professional role. Thtelack 
of continuity leads to disruption hi the 
building of a strong relationship between 
professionals and families. 

Muftidfsripf inarv reoperation and 
communicator When healthcare providers 
reported that they havo difficulty 
determining the type and quality of non- 



medical intervention that is needed by 
children end famWes, issues rotated to 
training of professionals and communication 
among professionais may be implied. For 
instance, a recent report (Peart, Brown, & 
Myers, 1990) on a model system that was 
developed to provide transition from a 
neonatal intensive care uni (NfCU) to 
community-based care catted for increased 
communication among care providers. Peart 
and her associates found that teams of 
professtonais whose expertise 
encompassed both medtcat and 
developmental needs assured successful 
muttidisciptinaryoomrf^ This 
facilitated mutual respect for problem-solving 
and communication. Participation as active 
members of niuftidisciplinary teams by 
students in heaJth-care education (medical 
and nursing students) and by post- 
graduates (residents) could serve to expand 
their awareness of the contributions of other 
types of professionals. Of course, it is 
equally essential that those in allied-health 
and other non-medical (e.g.. education, 
social work) programs receive simitar 
experiences. 

Financial support. Without 
adequate financial support, shortages in 
personnel and programs that respond to the 
challenges of Part H of IDEA will continue. 



Clifford and his colleagues (1991 ) 
recommended that Medicaid coverage be 
available for al Part H services, reoaroless of 
farriy income. This means thai as each state 
implements Medicaid, it should elect to 
provide coverage for non-medical services, 
such as service co ordinati on or educational 
intervention, as wefl as for medical care, as 
several states have done, in addition, 
coverage for transportation should be 
untversatty extended. Personnel and 
programs litety wffl continue to be 
concentrated in locations win a high 
population density. Therefore, many 
f amtftes will continue to experience a 
decreased level of access to necessary 
services. Coverage for transportation costs 
incurred in gaining access would ametiorate, 
although not solve the problems associated 
with transportation and the unequal 
distribution of personnel and programmatic 
resources. 

Additional financial resources, which 
could be made available by allocating a 
portion of all federal funds affecting children 
for Part H services (Clifford et at., 1990), 
including private and public insurance, are 
crucial to the implementation of Pan H ot 
IDEA, it is essential that all other resources, 
personnel and programmatic, rest on a firm 
financial base. 



REFERENCES 

Clifford, R. (1991). Slate financing of services under PL 99-457. Chapel HM: The Urttverstty of 
North Carolina, Carolina PoBcy Studies Program 

Clifford. R. Kates. D.. Black, T.. EcWand, J., & Banner, K. (1991). ReconceptuaHzaUon of 
m^^l%erPL^457, PartH. ChapelHW: The Urtvereiiy of North Carolina, CaroUna 
Policy Studies Program. 

Hulchins, V.L & McPherson, M. (1991). National agenda for <^^^*?jS ^'TfS' 
Social policy for the 1990s through the 2 1st century. American Psychologist, 46, 141-143. 

Kates, D. (1991). [Selected states projections of children to be served and costs under Part H oi 
P.L 99-457). Unpublished data. 

Peart. L F. Brown, W., & Myers. M.K.S. (1990). Transition from neonatal Intensive care unit: 
Putting it afl together in the community. Young Children, 3, 41-50. 

Schorr. A.L. (1986). Common Decency: Domestic Potiaes After Reagan. New Haven: Yale 
University Press. 

Yoder. D. E, Coleman, P.P.. & Gallagher. J. J. (1990). Personnel needs ■ allied health personnel 
meefmg the demands of Part H P.L 99-457. Chapel Hill: The University of North Carolina. 
CaroUna Policies Studies Program. 



Carolina Policv Studies Program is funded by the Office ol Special Education Programs. U.S. Department 
of Education, Cooperative Agreement #GO087C3O65. These studies on health coordination also received 
support from tr£*SemaJ ami Child Health Bureau m the U.S. Department of Hearth and Hum ^ fervces. 
Thecontent of these reports does not necessarily represent the policies of the Department of Education nor 
♦he Department of Health Services and the reader should not assume the endorsement by the federal 
Ojwemment^^ „^ « ■^mh^ — 



